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A word from the Chair 


Mike Smith 


So, interesting times ahead politically. Who will win the 
general election? What will that mean for the government’s 
existing Independent Living Strategy? For that matter, 
what will it mean for all of the recommendations from 

the Prime Minister’s Strategy Unit’s “Improving the Life 
Chances of Disabled People” report? And of course, 

what will be the future of the debate on social care? 


We have had over 12 years of the current government, 
during which they promised to address social care, but 
what we’ve had is delay after delay before the green 

paper. Whichever colour the next government turns out 

to be, they are still going to have to sort out the problem 

of the long-term funding of social care. What concerns 

me is that the debate has for so long, and continues to 

be, focused on older people. All of this talk on paying 
insurance premiums, or other lump sum payments, still 
only considers the payment of social care for an ageing 
population. Okay, so the green paper said that something 
different would happen for younger disabled people 

who need social care, but then it went on to say that we 
wouldn’t have to pay because we are all on benefits! Who 
is seriously addressing the issues facing younger disabled 
people who need social care support to live independently? 


More recently we have seen the Personal Care at Home 
Bill rushed through Parliament. On the face of it, free 
personal care for those with critical needs sounds 
good, but what will it mean in practice? How will it 
work, especially when many commentators state that 
the financial resource offered to local authorities isn’t 


enough? Will it take away resources for those with lower 
level needs, thus trapping people into a cycle of not 
managing, not living inclusively with the rest of society, 
and bringing on an earlier need for intensive support? 

It just doesn’t seem like joined up thinking to me. 


There is an article with more detail on the Personal 
Care at Home Bill later in this edition of Independently. 
| also went to one of the consultations by the 
Department of Health. One ironic thing was that a 
group of directors of social services commented to 
me afterwards that they had never agreed so much 
with disability campaigners before - we all agreed that 
this hadn’t been thought out properly or thoroughly, 
and was completely at odds with the consultation on 
the future of social care in last year’s green paper. 


Just as we are potentially making inroads with 

some free personal care, there is a much greater 
danger to our ongoing freedom and safety - assisted 
suicide. | recognise it is a very difficult and complex 
issue, but | truly believe that the way this is being 
reported in the media is just not balanced. If you are 
interested in finding out more, why not visit the Not 
Dead Yet UK website, at www.notdeadyetuk.org. 


So now, more than ever, we need to work together in 
all matters that achieve real, meaningful independent 
living for all disabled people. Do have a look at page 
23 for joining the board; we need to get the best of our 
members’ experience, skills and connections on our 
board to ensure we really do deliver for all of you. 


Mike Smith 


Chair 


News and Notices 


Trailblazer Sites 
Announced 


The eight Right to Control 
Trailblazer sites will be: - 


Greater Manchester 
Leicester 

Essex 

Surrey 

London Borough of Barnet 
London Borough of Newham 
Sheffield and Barnsley 
Redcar and Cleveland 


NCIL’s New Website Launched 


At last our new website is up and 
running. We really hope that you will 
find it easier than ever to use and 
packed full of useful information. 


Our new ULO Resources section has 
resources that have been gathered from 
organisations around the country to help 
you run your own ULO more effectively. 
You can download documents on Finance 
and Quality, Service Delivery, Models 

of ULOs and other useful topics. 


Work is ongoing on the website and we are 
eager to hear your feedback, so please do 
let us know what you think by contacting 
Naomi Adams at webcontent@ncil.org.uk 


A Small Victory! 


Sue Bott celebrates the Director of Public Prosecution’s final policy 
on the issue of assisted suicide. 


Readers may remember that in the last issue of Independently 
we included an article giving the NCIL view of the debate 
surrounding assisted suicide. Last September, following a 
request from the Law Lords, the Director of Public Prosecutions 
published interim guidelines on the circumstances under which 
prosecutions would be brought. There followed a period of 
consultation. Over 5,000 groups and individuals contributed 
their views including Not Dead Yet (which NCIL supports). 

On Thursday 25th February the final policy was published. 


The Director of Public Prosecutions (DPP) was keen to point out 
in his statement accompanying the publication of the final policy 
that “Encouraging or assisting suicide is a criminal offence, 
carrying a maximum sentence of 14 years imprisonment”. 
However he further stated “Parliament never intended every 
allegation of assisted suicide to be prosecuted. Parliament 
specifically required discretion to be exercised in every case.” 
For this reason the consent of the DPP has to be given before 
any prosecution can go ahead. The policy is to clarify the 
situations under which this consent would be given or withheld. 


In its submission, Not Dead Yet (NDY) argued that disability 
of the person whose suicide is being assisted should not 
be grounds not to proceed with prosecution. The DPP 

has accepted this argument. This is a significant victory 
when considered against the tirade of press coverage 
suggesting that just being a disabled person was sufficient 
reason to think that life was no longer worth living. It 

owes much to the strength of arguments put forward by 
NDY and the fact that disabled people are now far more 
visible in public life and therefore have the opportunity to 
demonstrate the value of all disabled people to our society. 


>> A Small Victory continued... 


We should 
celebrate 
the fact that 
disability 
itself is not 
sufficient 
reason to 
kill us off 


But we still need to be on our guard. The policy now puts all 
the emphasis on the motivation of the person assisting the 
suicide. To avoid prosecution it must be demonstrated that 
the perpetrator has acted “entirely out of compassion”. As 
Alison Davies from NDY observes, only two people know 

the motive behind an assisted suicide — the victim and the 
helper. The victim will be dead and therefore unable to say 
what the motives were; and the helper can easily lie about 
their motives to avoid prosecution. It was not about going on 
holiday or getting the estate - it was out of compassion. In 
addition Alison also points out that the new guidelines also say 
that there is likely to be prosecution where if the victim could 
have committed suicide themselves without assistance. The 
other side of this is, of course, that one assisting suicide may 
avoid prosecution if the victim did need assistance. We will 
have to carefully watch case law over the coming months. 


There will still be considerable fear amongst disabled people 
about the new guidelines but we should celebrate the fact 
that disability, of itself, is not a sufficient reason to kill us off. 
What remains of course is dealing with the reasons behind 
why people feel the need to end their lives early which is 
frequently due to totally inadequate support systems. 


Personal Care at Home 


The government has just announced free personal care at home to 
those with the highest needs, but Bernd Sass isn’t convinced that 
this will be of long-term benefit, and shares his impressions of a 
consultation on the issue 


During the party conferences the government 
announced free personal care (FPC) at home for those 
with the highest needs. This provision would benefit 
about 280’000 individuals, a large proportion of whom 
currently self-fund their personal care. This would be 
funded from general taxation and efficiency savings 
from local authorities and is heavily disputed by the 
latter. A fundamental concern is that local authorities 
may make cuts on other services in order to bear the 
extra burden. These service cuts could paradoxically 
lead to more people becoming eligible for FPC at an 
earlier stage. This scenario characterises the current 
approach of local authorities; focusing merely on 
short-term gains but losing sight of long-term effects, 
which will not change until the treasury intervenes. 


Eligibility for FPC would be granted to those in the 
“critical” (highest needs) band of Fair Access to Care 
Services (FACS), in addition to which the person 
must show that they cannot perform at least four 

of six defined daily activities. lronically, the scope 

of the assessment and the subsequent provisions 

do not match up. That is, you could end up being 
provided with only the most basic aspects of personal 
care, insufficient to the needs you had presented to 
be eligible for the care in the first place. Help with 
medication and preparation of simple food will not 
be provided under the current proposals, and there 


>> Personal Health Care at Home continued... 
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may well be disputes over what your PA can do while 
waiting for you to finish your toilet business... Don’t 
you dare ask him or her to do your washing up! 


Prior to any provision, the individual has to go through 
reablement intervention for a six week period. This 
approach could certainly help many people regain 
some independence, for instance in those areas of 
daily living that build on confidence. However, the 
proposals make reablement a requirement in order to 
qualify for FPC. And that could be misused by local 
authorities to deny FPC based on someone’s alleged 
refusal. We have seen many local authorities spotting 
and cleverly misusing such loopholes over the years. 


Just as | was contemplating all this, the Department 
of Health (DH) invited me to a consultation. | 
attended it and here are my impressions: 


It was interesting to have a direct exchange with non- 
government organisations (NGOs), DH civil servants 
and local authority finance managers. Obviously, the 
DH wants to keep some level of influence with local 
authorities overseeing and providing FPC at home. A 
suggestion to consider FPC as a benefit which would 
bypass local authorities was categorically rejected. But 
not doing so leaves local authorities free to find ways 

to alleviate the burden on their budgets at the cost of 
disabled people. There will be plenty of room for local 
authorities to use their discretion to save on FPC: neither 
needs nor provisions have been precisely scoped. On 
the assessment side, the national FACS assessment tool 
(announced in the consultation paper to ensure fairness, 
end the postcode lottery and bring about “portability”) 


was not even mentioned at the consultation. In terms of 
provision, what people get would vary greatly if a person- 
centred approach is pursued, but not if a rigid amount 
per head is pursued. This variation has nothing to do 
with locally distinct unit costs. As a result, there could 
be detrimental referral politics between FPC and free NHS 
Continuing Care as well as between FPC at home and 
(self-funded) residential care. At the same time, council 
tax increases are pretty modest, mostly below 2%, all 

of which does not seem to encourage solidarity with 
disabled people and does not further the Big Care Debate. 


The positive impact of social services’ provision and 
reablement on reduced health budgets and improved 
health outcomes was recognised as confirmed in the 
recent Partnerships for Older People Projects (POPPs) 
report (see Department of Health website). However, 
when | asked for the necessary conclusions to be drawn 
in the form of a responsibility to cooperate and to set 
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up pooled funds between health and social care, the 
response was that you “cannot force people to work 
together if they do not want to”. In a one-to-one situation 
| was then told that LAs and PCTs probably still have too 
much money so that they do not have to cooperate to a 
noticeable extent. Are we guinea pigs in a struggle for 
resources between the sectors whose budgetary systems 
are long due for a complete overhaul? On the other hand, 
it is probably fair to say that making some personal care 
free for some does enhance cooperation with the NHS 
which has always aimed to be free at the point of need. 


| asked a few more practical questions which have 

not yet been answered. For instance, to what extent 
reablement includes peer support and confidence- 
building and whether someone’s request could trigger 
a review of the scope of FPC. A further question might 
be when does FPC actually kick in? Are there two 
hurdles/referrals to take with corresponding waiting 
times, i.e. firstly for reablement services and then 

for RAS and FPC? You see the list will not end. 


Despite these concerns we at NCIL would still 
agree that FPC could well be a stepping stone 
for a subsequent extension of tax-funded social 
care to other groups. Thinking back, there are 
probably quite a few achievements that have 
started in a similar, rather bumpy way. 


We would be very interested to hear from you about your 
own experiences with “free personal care at home for 
those with the highest needs” from October 2010. Please 
get back to Bernd at policy@ncil.org.uk. We will of course 
remind you nearer the time. 


Wake Up! It’s Already 2010... 


Ben Hockliffe 


The 2005 report, Improving the 

Life Chances of Disabled People, 
commissioned by the Prime 

Minister’s Strategy Unit, made 

the recommendation that all local 
authority areas should have a user led 
organisation based on existing models of centres for independent 
living by 2010. 


So, it’s now 2010, and has that happened? Well, sadly 
not. But progress has been made. The Department of 
Health’s User Led Organisations (ULO) Development 
Project has been running since 2006 and has achieved 
progress, including the ULO Development Fund which 
has enabled the development of existing ULOs and also 
the creation of new ones where none existed before. We 
have a better idea of the numbers of ULOs as a result 

of the baseline audit that was done last year. Funding 
has gone to the regions from both the Department of 
Health and the Office of Disability Issues to stimulate 
the development of ULOs. The ULOs funded by the 
Department of Health have produced resources that will 
help others develop. These are available on our website. 
The concept of user led organisations has become 

far more recognised than when the project started. 


The development and sustainability of user led 
organisations is the pivotal factor in what we now term 
personalisation and the transformation of adult social 
care. This is about putting individual people in the 
community at the forefront of the support they need; 
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it’s about enabling individuals and communities to find 
solutions to their own problems, and about removing 
control over people’s lives by “professionals”. 


Transformation of adult social care cannot happen without 
user led organisations being at the forefront of service 
commissioning and delivery. User led organisations 

are run and controlled by the people they serve. They 

are not only managed by the people they serve, but they 
are democratically accountable to that community. 


We can’t talk about “person-centred services” or “self- 
directed support” or even personalisation without 
empowering local user led organisations to rise to 

this challenge of transforming adult social care. Local 
authorities can’t begin to initiate their side of this process 
until they have begun to invest time and resources 
into their local user led groups. Of course they will 
say there is no more time and are no more resources, 
things are already stretched. But personalisation 

and the transformation of adult social care is the way 
in which services and support are now going to be 
delivered. So using time and resources on things that 
don’t further these aims are completely wasteful. 


There are many good examples of where local authorities 
are beginning this process of transformation. Many 
councils are already working with their local user led 
organisations by commissioning services from them, 
which is a first step in the transformation process. 

And there are areas where user led organisations 

are not present, but where disabled people are 

coming together to form such groups, and where 

the local authority is doing its bit to support this. 


But there are still some areas where there is a real gap 
of user led organisations, and where local authorities 
are not seeking to make the development of sustainable 
user led organisations a priority. Personalisation and 
the transformation agenda cannot get underway in 
such an environment, and NCIL will be lobbying hard 
for the development of user led groups in these areas. 


The Department of Health’s ULO Development Project 
is now coming to an end. The Department of Health 
ULO delivery team will also be disbanded at the 

end of March. However the work will go on. The 
Department of Health Transforming Adult Social Care 
team will take over responsibility for continuing to 
develop ULOs. In addition, there will still be work 
undertaken in the regional government offices by 

the transformation leads. At NCIL we are funded for 
a further two years to develop and sustain the ULO 
network. There is also Disability LIB (Listen Build 
Involve) which is continuing. So all is not lost. 
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A Week in the Life of... 
Sue Bott, NCIL Chief Executive 


People often ask what exactly NCIL gets up to. As a way of 
answering that question we thought it would be useful for you to 
have some idea of what our staff are doing on a day-to-day basis, 
starting with a peek into the diary of our Chief Executive, Sue Bott 
on the week beginning Sunday, February 14th... 


Sunday afternoon found me doing a little homework 
because it is very difficult to fit everything into working 
hours. We have been contracted to do some work 

by the Social Care Institute for Excellence so | used 
my Sunday afternoon to write the draft of text to be 
used for an e-learning programme for commissioners 
about commissioning with user led organisations. 


More work on the commissioners and user led 
organisations in the morning. In the afternoon | 
spoke to a researcher from the University of Galway, 
Ireland who is doing a comparative study of self 
directed support in Canada, the UK and Ireland. 
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| started with an early morning meeting with my 
opposite numbers from RADAR and Disability Alliance 
to compare how things are going and discuss where 
we can work together. Later on | attended a meeting of 
the Co-production Monitoring Group at the Department 
of Health. The group’s remit is to ensure that disabled 
people and our organisations play an integral part 

in the Transforming Adult Social Care programme 
(TASC). We discussed what should happen when 

the Department of Health’s user led organisations 
development programme comes to an end in March. 


| spent most of the day being part of a panel 
interviewing local authorities whose applications 

to be Right to Control trailblazer sites had been 
shortlisted. This was the third day of such interviews. 
My interest was to make sure they were working 

with local disabled people and our organisations. 
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| spent the morning working with our new Office Manager, 
Sonya, who is helping me sort out my filing system 

which is a complete mess due to months and months of 
neglect! Never mind, Sonya will ensure |am much more 
organised in future. The afternoon saw me at another 
meeting at the Department of Health. Needless to say | 
am a familiar figure there! This time we were discussing 
a practical guide to co-production. It is mainly aimed at 
local authorities and some of it will be written by NCIL. 


This is usually my day to catch up on desk work, but not 
this week. The politicians had other ideas. Following the 
slanging match between Labour and the Conservatives 
in the press about how social care will be funded in the 
future, the Department of Health organised a conference 
about the future of care and support. Andy Burnham, 
Secretary of State for Health, Phil Hope, Minister for 
Social Care and Norman Lamb, the Liberal Democrats’ 
health spokesperson attended. The Tories decided not 
to attend as they viewed the conference as a political 
stunt. NCIL is a member of the Care and Support Alliance 
which is a group of national voluntary organisations 
committed to bringing about change in adult social care. 
We were all invited. Also attending were representatives 
from local government and professional bodies. It 
turned out to be a much better day than I had expected. 
There was considerable agreement including on such 
areas as the need for care packages to be portable and 
for any adult social care system in the future to include 
disabled people of any age, not just retired people. There 
was also agreement that people receiving attendance 
allowance or disability living allowance should not be 


penalised by any new system, now or in the future. 

The conference demonstrated that there is a lot of 
consensus about what the future of adult social care 
should look like. There should be national entitlement 
delivered locally. The overwhelming majority of those 
present rejected the options of partnership funding and 
insurance set out in the Green Paper Shaping the Future 
of Care Together**. The comprehensive option was 
favoured with a variety of ways to fund the contribution. 
We also agreed that we regretted that the government 
had not explored funding from general taxation. 


Nice lie in! 
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Personal Budgets Research 


Personal budgets: learning from experiences of older people and 
people with mental health problems is the title of a Social Care 
Institute for Excellence (SCIE) research project carried out by 
NCIL together with University of York and Acton Shapiro. 


The main focus of the research is to talk to a number of 
people who have been using personal budgets, including: 


older people 
mental health service users 
carers of older people and users of mental health services 


Where possible, the experiences of black and minority 
ethnic individuals, and people who are lesbian, 
gay, bisexual or transgender, will be sought. 


The reason for this focus is that previous studies on the 
use of personal budgets have not been able to gather a 
great deal of information about the experiences of these 
particular groups of people. The aim of the research 

is to produce evidence to inform good practice in this 
area and to develop learning resources for staff. 


A report of the research will be produced. This will 
then be used to develop innovative training materials 


for front line social care staff and managers. 


Case studies are being sought through 
up to eight local authorities. 
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Service users and carers will have a choice of 
contributing their views via individual interviews or 
through facilitated group discussions. An Advisory 
Group has been set up and includes the Research 
Group members, plus representative service users 
and carers, plus some representatives from a small 
number of local authorities and national organisations. 
This group will give advice regarding how the 
research should be undertaken, and comment on the 
materials that are produced. The people carrying 
out the research include researchers from Acton 
Shapiro and NCIL, plus a team of user researchers. 
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ULO Networking Events 


NCIL is working in partnership with other agencies to run networking events 
for user led organisations in the nine English regions. Events have already 
been held in London and the East Midlands. These events are a great way 
to network with other user led groups, to share information, experiences, 
knowledge and expertise, and to find out what’s happening in your region, 
particularly in relation to personalisation and the transformation agenda. 


Don’t miss out — come along and see what’s going on and what’s in it for you! 
The next events are as follows: 


West Midlands 


8th March 2010, Jury’s Inn, Birmingham 


North West 


23rd March 2010, Manchester City Football Stadium, Manchester 


North East 


24th March 2010, National Glass Centre, Sunderland 


If you’d like to attend any of these events, please get in touch 
with Ben Hockliffe at communications@ncil.org.uk 


NCIL Board Members Needed! 


In line with our standard procedures for rotating board members, we are 
seeking to appoint new board members to help sustain our future. 


We are particularly looking for experience/expertise in the key 
areas of being a Treasurer, organisational/legal experience, 
marketing, national lobbying, or a media background. 


Specification for nominees to be appointed to NCIL Management board 


To be eligible for nomination, you must be committed to NCIL’s 
values and aims of equality, social model of disability, choice, 
control and enforceable rights for disabled people. 


Essential: 


Experience of serving on a board 
of trustees or directors at local, 
regional or national level 


Understanding of the barriers 
disabled people face in society 


Understanding of self 
directed support and 
independent living issues 


Desirable: 


Disabled person (75% of our 
board must be disabled people, 
though we will positively 
consider all individuals who 
can assist our development) 


Experience (paid or unpaid) of 
managing staff or projects 


Understanding of issues 
affecting disabled people and 
mental health service users 


For a full specification and an accessible application pack 


For an accessible application pack please visit our website at www.ncil.org.uk 


Alternatively you can contact: 


Sonya Cardwell at office@ncil.org.uk or on 0207 587 1663 
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Car insurance 
...want to drive 
a better deal? 


If you're a blue badge holder you can drive a better deal with Fish 
Insurance. As one of the UK’s leading disability and Independent 
Living insurance specialist, we understand disabled drivers needs. 


That's why you can enjoy savings of up to 35%* and take advantage 
of car insurance specifically designed for disabled drivers, including 
wheelchair accessible and specially adapted vehicles. 

So if you are disabled or drive for a disabled person, 

whether the vehicle is modified or not you can put 

the brakes on costly car insurance! 


New for old cover which specifically 
protects modifications 


Up to £2,500 wheelchair and mobility aids 
in transit cover 


Free courtesy car or up to £700 mobility 
allowance if suitable car is not available 


Up to £200 personal effects cover 


Cover can be included for a personal assistant 


www.fishinsurance.co.uk 


Tel 0500 432141 


ow 
avait ABLE Car Insurance For Personal Assistants & Carers 


..includes business use FREE of charge. 


* Applicable to Fish insurance policies onily, Monday-Friday 9,00-5,00, Teems and cceditions apply. Fish Administration Ud. is authorised and regulated by the Financial Services Authority, 


Telephone calls may be monitored or recorded for security and training purposes. Fish leaweonce is a trading style of Fish Administrotion Lid. Registered in England No, 4214119 


